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Epilepsy is a common cause of psychosocial disability and has been perceived to have a profound impact on the social function-
ing of individuals with epilepsy. In Zimbabwe a combination of developing world economic priorities (with provision of social
and health services for disabled people not a major goal) and culturally mediated perceptions of epilepsy as a non-medical
and feared stigma may further disadvantage people with epilepsy (PWE) in this respect. In order to assess both the level of
psychosocial functioning of individuals with epilepsy and their own perception of it, three groups of people were sampled:
attenders at a specialized epilepsy clinic and members of two community-based support groups. All completed a brief quality-
of-life questionnaire with activities of daily living added. Those carers present completed the same questionnaire at the time of
sampling. The results indicated that 36 of 38 people with epilepsy sampled, and their carers, did not perceive themselves to have
sufficient cognitive impairment to interfere with social functioning, work performance or relationships with other as assessed
by a subsection of the WHO SIDAM (objective evaluation of cognitive performance) interview. However, an adapted activities
of daily Living Questionnaire (ADLQ) showed that three-quarters of carers (and two-thirds of PWE) felt that functioning was
mildly to moderately reduced, particularly in the areas of solving daily problems and speed of thinking.
One-quarter of PWE experienced problems with relationships to others, just less than one-fifth of PWE reported more than
four areas of reduced functioning. Of special interest was the fact that 25 (66%) reported sexual functioning as not applicable,
although only four of these were of an age group which is not sexually active (less than 15 years old). In addition one-third of the
central Hospital Group reported difficulties with using public transport, but none of the Community Support Group members,
implying that the use of Public transport becomes an issue when it is necessary to travel long distances and that PWE curtail
their travel but do not necessarily view this as a restriction. The samples chosen were from groups which, compared with PWE
as a whole, are likely to include more disabled individuals, because attenders at a specialized epilepsy clinic and members of
support groups self-select for more symptomatic epilepsy and a visibility. Therefore the proportion of PWE perceived to have
difficulties with ADL in this project is not representative for PWE as a whole.
The implications of our study are firstly that there is a significant need for selected groups of PWE in Zimbabwe to receive
attention to psychosocial abilities and secondly that there are certain specific areas such as sexual functioning and the use of
transport which deserve special attention. A much more detailed inventory of neuro-psychological tests will be of value to plan
treatment strategies for those selected by the crude screening instruments used in this project. An important future comparison
will be a survey of ADL and psychosocial functioning amongst PWE in rural communities, because it is uncertain whether
PWE in rural communities are generally more or less disabled than those in the city.
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INTRODUCTION
Zimbabwe is a typical developing country in sub-
Saharan Africa, with serious economic difficulties.
Because of enormous fiscal constraints, and because
∗ This paper was presented at the recent International Epilepsy
Congress in Prague.
health care priorities on a national level are dominated
by infectious diseases (including AIDS) and public
health measures for maternal and child health, neuro-
logical diseases have not received much attention in
terms of health care efforts. Epilepsy is the common-
est serious neurological condition with a prevalence of
at least 0.5%, but there are no reliable figures.
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Table 1: Demographic and clinical characteristics of subjects.
Epilepsy clinic Community support groups
Males 5 10
Females 8 16
Median age 27 y 17 y
(range) (13–44) (8–56)
Carers present 7/13 11/25
at interview
Median seizure 1 in 30 days 1 in 30 days
frequency
(range) (0–12 in 30 days) (0–12 in 30 days)
As part of an attempt to provide epilepsy services
in the city of Harare two separate projects were initi-
ated. Firstly, the Epilepsy Support Foundation of Zim-
babwe (ESF) formed community support groups in
which people with epilepsy (PWE) and their carers are
able to find emotional and practical assistance. These
groups are based on attenders at suburban epilepsy
clinics, which were run by physicians familiar with
the management of epilepsy for the purpose of recruit-
ing PWE. Because PWE are more likely to become
involved in a support group if medical care is offered,
support group meetings centred on the clinic run by
the visiting physician initially. In all cases (three to
date) the groups quickly became independent in their
functioning, electing leaders and running their own af-
fairs. With the help of ESF donors funding income-
generating projects (e.g. using donated sewing ma-
chines, peanut-butter presses) have been started. Af-
ter two years the epilepsy clinic at the local clinic is
handed over to the clinic-nursing sisters with referral
to the Central Hospital when necessary. Secondly, a
dedicated epilepsy clinic shared by psychiatrists and
neurologists, with access to neurophysiological and
imaging investigations as well as social workers and
psychologists, was opened at the main teaching hospi-
tal in the city.
Whilst the training of primary health care work-
ers (PHCWs) at the suburban clinics, and the medi-
cal management of PWE at both sites showed good
results1 increasing concern was voiced by patient ad-
vocates that other patient-related concerns were not
being addressed. These include important social and
psychological issues, such as advice for employers and
employees, advocacy at the work-place and daily func-
tioning issues for more severely disabled PWE. Since
there has been a paucity of similar work originating
in Africa in general and in Zimbabwe in particular,
the need to obtain at least a crude measure of the de-
gree of social and psychological dysfunction became
clear, and as an initial pilot project two community
groups (both situated in high-density low-income ar-
eas of the city) and attenders at the central hospital
epilepsy clinic were sampled. The intention was to ob-
tain a semi-quantitative description of the perceived
difficulties PWE and/or their carers felt were encoun-
tered in the realms of cognitive functioning and ac-
tivities of daily living, rather than to formally mea-
sure cognitive function. From the results of such a sur-
vey more directed measurement and intervention will
hopefully be enabled.
MATERIALS AND METHODS
Consecutive consenting attenders at the central hospi-
tal clinic were interviewed, with their carers if avail-
able, in Shona (the most widely spoken local lan-
guage), by a research nurse familiar with the care
of PWE. The questionnaire below was administered,
with due consideration to the fact that all portions have
been validated in another African country2.
At the support group meetings members were asked
by the group leader to volunteer to answer some ques-
tions about their epilepsy in order to assist research,
after the research nurse had been introduced to the
group.
The questionnaire used included a section of the
SIDAM questionnaire (adapted structured interview
for the objective evaluation of cognitive performance)
previously used in a World Health Organisation sur-
vey in African countries2 as well as a short Activities
of Daily Living checklist, used in the same African
survey. Both the individual with epilepsy and the carer
were asked to fill in the boxes separately (see the Ap-
pendix).
RESULTS
Thirty-eight PWE were interviewed, 13 from the Cen-
tral Hospital Epilepsy clinic and 25 from Community
Support groups. The PWE were all residents in the
metropolitan area of Harare (the capital city of Zim-
babwe, population approximately 1 million) with sim-
ilar other demographic characteristics (see Table 1).
The cognitive impairment set of questions was uni-
formly answered in the same way. PWE and carers
agreed that cognitive impairment was insufficiently
impaired to interfere with social functioning, work
performance or relationships with others in 36 of
38 PWE (Answering ‘2’—normal functioning for all
questions).
In the ADL rating questions a number of areas
emerged in which reduced functioning was recorded
(see Table 2). Results are expressed in simple propor-
tions, ranges and percentages. A number of PWE and
their carers did clearly perceive difficulties in daily ac-
tivities although not when considering general cogni-
tive function in the first questionnaire.
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Table 2: Responses to activities of daily living questions.
Epilepsy clinic Community support groups
n = 13 n = 26
No. % No. %
Difficulties in solving 8 67% 13 50%
daily problems
Difficulties with speed 6 50% 17 65%
of thinking
Problems using public transport 4 33% 0
Relationships with others 3 25% 7 27%
Sexual functioning 8 67% 17 65%
‘not applicable’
More than four areas of 2 15% 6 23%
reduced functioning
Reduced functioning (all types) 9 67% 16 62%
(carers) 10 75% 20 77%
DISCUSSION
Although no good data exist for the prevalence of
epilepsy in Zimbabwe, it is at least as common as in
other countries in Africa where community-based sur-
veys have been carried out3 and which indicate that
epilepsy is also the most common disabling neurolog-
ical condition in Africa. Much work has been done in
developed countries to describe and measure quality of
life (QOL) in PWE, assessment scales have been de-
vised and validated in different settings4. Before devis-
ing means of measuring QOL and ADL for PWE in the
radically different cultural and socioeconomic setting
of sub-Saharan Africa, it was felt to be appropriate to
consult PWE and their carers about whether and which
areas of living were affected by their epilepsy. It is of
some importance to appreciate the social environment
for PWE in Zimbabwe. A striking difference is seen
between conditions for rural dwellers, where extended
families will care physically for disabled members but
are not expected to expend resources in acquiring hos-
pital care or education and urban PWE who may be
more privileged as regards access to facilities. There
will therefore be a need to look at rural dwellers sep-
arately. It will be interesting to see whether families
keep their disabled members in the rural home (as has
been commonly thought until now) or bring them into
the city for medical and other care. In the urban en-
vironment, conditions for PWE in Zimbabwe are also
far from ideal. Ostracism in schools and work-places
is widespread, although teachers often do have a good
understanding of the biological nature of epilepsy5.
Current economic hardship has led to increasing un-
employment amongst PWE as they are perceived as
less competitive and less productive.
The aim of this study was related to the perceptions
of dysfunction in daily life by PWE and their carers
in both those attending the central hospital epilepsy
clinic and community support groups. As well as the
groundwork for further work, this would be helpful in-
formation in the allocation of very limited resources,
especially for the Epilepsy Support Foundation, the
International Bureau for Epilepsy—linked sole rep-
resentative association for PWE. At the same time a
limited demographic profile of some clinic attenders
could be established. Thirdly the usefulness of the
measures chosen could be assessed.
The small sample and very limited interviews cho-
sen are not of course the substance of a rigorous trial,
but represent instead a direction finding project. The
measurement scales chosen are not specific for PWE
and have not been validated in Shona (the local lan-
guage used for the interviews), nor have a number of
variables been taken into account: seizure type, co-
morbidity with other possible causes of cognitive im-
pairment such as brain injury, anticonvulsant medica-
tions and immune suppression (HIV infection is com-
mon in Zimbabwe and causes dementia as well as
seizures as a presenting illness in some cases), as well
as levels of education/literacy. All these are relevant in
Zimbabwe and should be investigated in populations
of PWE. It will be valuable in future work to include
control samples of age, sex and socioeconomic statue
matched individuals who do not have epilepsy.
In attempting to investigate for the first time in
which ways PWE in Zimbabwe have altered quality
of life (QOL) a number of fascinating results emerge.
The uniform rejection by the subjects and their carers
of the suggestion that there was any loss of indepen-
dence or inability to be involved in any activities (as
evidenced by negative answers to the SIDAM ques-
tions) may reflect problems with the structure and
phrasing of the questions, or a negative response to
the implication of dependence or both. Certainly a
number of the subjects were known to the research
nurse who commented that she would have rated the
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responses differently but had taken care to explain
the questions without influencing the response. The
option to agree that there is mild limitation of func-
tioning was used widely in responding to the ADL
questions, which revealed a greater range of perceived
dysfunction. The commonest problems were ‘solving
daily problems’ and ‘speed of thinking’. Recent work
with PWE in the specialized epilepsy clinic has shown
a significant difference in results of limited cognitive
testing using a computerized battery of tests including
visual and auditory reaction times between PWE and
controls, but subgroups of PWE (divided according to
drug therapy, seizure type or frequency of seizures)
did not differ from each other. (Mamutse, unpublished
data). The PWE and their carers did therefore recog-
nize this finding.
The fact that difficulties with using public transport
were cited for one-third of the hospital clinic attenders
but not for any of the community group members is a
fascinating insight into both the different understand-
ing of the question from the conventional meaning that
the subjects must have had and the importance of prac-
tical issues in framing the needs of PWE. The difficul-
ties understood by the responders must relate to the
financial hardships, difficulty of access and scarcity of
means of getting to the hospital for the epilepsy clinic
particularly, perhaps even with the hope of generating
assistance with this need by responding to the ques-
tion in this way (such as transport subsidy or the es-
tablishment of another suburban epilepsy clinic). On
the other hand, community group members would not
see a likelihood of financial help for public transport
to group meetings, as these are now felt to be indepen-
dent of the health system by members.
Just over one-half of the subjects who were in the
sexually active age range responded ‘not applicable’
when sexual functioning was enquired about. It is
clearly worthwhile investigating this area further, par-
ticularly by comparing with age-matched controls and
by addressing the question whether the absence of
sexual activity is perceived as a problem and what the
reasons are. The impression is that a much lower pro-
portion of subjects were sexually active than would
be expected in the population, but the reasons are far
from clear.
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APPENDIX
I. Questionnaire completed by subjects and their carers
1. Cognitive function (Answers given orally to research nurse: 1 = Yes 2 = No)
a) The subject is unable to perform all activities of daily
living independently (e.g. to plan household activities, to
maintain his/her apartment, to fulfill occupational
demands)
b) The subject is unable to attend social events on his/her
own (e.g. clubs, cinemas, theatre, friends, parties)
c) The subject is unable to maintain personal hygiene and
take care of his/her general appearance
d) The subject is unable to be involved in leisure activities
(e.g. to read papers, to have a hobby.
e) The subject is unable to find his/her bed, or way indoors
f) The subject is unable to find the toilet
g) The subject is unable to find his/her way outdoors (gets
lost)
h) The subject is restless at night
i) The subject is unable to maintain urinary continence
j) The subject is unable to maintain fecal continence
k) The subject is unable to eat without assistance
l) The subject is unable to drink without assistance
m) The subject is unable to wash himself/herself
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II. Activities of daily living rating scale
Rate the current level of functioning according to the subject (first box) and, where possible to a key informant
(second box). The subject should have in front of him/her the list of possible scores.
1 = Above average functioning 5 =Moderately reduced functioning
2 = Normal functioning 6 =Moderately to severely reduced functioning
3 =Mildly reduced functioning 7 = Severely reduced functioning
4 =Mildly to moderately reduced 8 = Not applicable
functioning
1. Solving daily problems
2. Speed of thinking
3. Relationships with co-workers
4. Relationships with friends and family
5. Sexual functioning
6. Understanding conversations
7. Using public transportation
8. Work functioning
9. Participation in outside activities (e.g. religion, movies)
10. Participation in home activities (e.g. reading, TV)
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